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ABSTRACT 
The diagnosis of multiple sclerosis can be a long and complicated 
process for some patients. This thesis describes one optometry student's 
journey from initial symptoms to final diagnosis, and the emotional aspect of 
dealing with an incurable disease. 
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My name is Michelle Carter. I am 26 years old. I'm an optometry student, 
I'm a wife, I'm a mother, and I have an incurable central nervous system 
disease called multiple sclerosis (MS). 
As I walked into the eye clinic on November 1st, 1995, I only had one thought 
racing through my mind -- multiple sclerosis. I had heard about it briefly in 
class, never once believing that one day that person could be me. But the 
symptoms were all too familiar; pain upon eye movement, decreased light 
perception, and a slight relative afferent pupillary defect (RAPD) that was 
seen by one of my classmates a few days prior to my eye appointment. 
No matter what words the intern said, I only had two questions for her, "Do I 
have multiple sclerosis? and "Is this optic neuritis?" And even though I 
knew she couldn't answer my first question, I thought she could answer the 
second. She quickly dismissed my questions, and went on with her exam. 
Entrance visual acuities through my soft contact lenses were 20/20, 20/30, and 
20/15, OD, OS, OU, respectively. I have always seen 20/15 in the past, always 
slightly worse in my left eye because of my astigmatism, but the reduced 
visual acuity in my left eye worried me. I had a headache, and I was also 
slightly photosensitive. I had not experienced any trauma previous to this 
exam. I also tried a variety of pain relievers, but none were effective. My 
prescription is OD: -1.00 sphere, and OS: + 1.50 - 2.25 x 006. All previous eye 
exams were unremarkable; personal medical history unremarkable, except 
for a penicillin allergy and seasonal allergies. Family medical history was 
positive for diabetes, high blood pressure, cancer, rheumatoid arthritis, and 
age-related macular degeneration (ARMD). 
As she proceeded with her entrance skills, she did note pain in left gaze 
(superior and inferior), but no RAPD at this time, with pupils being equal and 
reactive. The slit lamp exam and ophthalmoscopy were unremarkable, and 
the visual fields were also normal OU. She performed a red cap test with OD 
at 100% saturation and OS at 70% -- I described it as a "darker red, as if 
someone put a sunglass over my left eye". Unfortunately, she did not record 
the results of the red cap test. Her assessment was highly sensitive corneal 
nerves OS, and my treatment was to use Refresh drops PRN and to return to 
the clinic if my symptoms worsened. 
I'm not the type of person to take someone's opinion at face value when I 
know deep down there is more to the situation. Maybe she was too afraid to 
go out on a limb and say the words, "Multiple sclerosis is a possibility, but I 
can't diagnose that because you need additional tests with a neurologist." I 
would have been OK with that sentence. At least she would have admitted 
that she wasn't sure, but would find me someone who could tell me for sure. 
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But instead, I left the clinic feeling worse instead of better. 
Since I didn't receive a definite answer as to why I was having this eye pain 
and decreased light perception, I went to talk to the school's nurse 
practitioner. She told me to see an M.D. for a basic neurological workup with 
a referral to a neurologist. 
I didn't have a primary care physician at the time, so I chose one out of the 
phone book. The osteopath I saw told me that I didn't have anything out of 
the ordinary, probably a "subclinical" sinus infection, though he said flatly 
that he didn't see any signs of one, but he treated me anyway, and prescribed 
Ceftin and Naprosyn, and flat out refused to refer me to a neurologist or to 
perform any neurological tests. He told me I didn't have MS, and expensive 
tests, like an MRI, were not needed. This was after I had told him that I have 
had tingling in my hands and arms in the past. He was not going to change 
his mind, no matter what I told him. 
I again returned to the school nurse practitioner, more determined than ever 
to get to the bottom of this. She then called a neurologist directly regarding 
my case. I was pulled out of class and went to see him that same day. 
After a thorough case history, several tests were performed-- timed walk, 
coordination test using wooden pegs and boards, reflex tests, vibratory tests 
with a tuning fork, pinprick testing, pupil testing, and ophthalmoscopy. He 
also scheduled an MRI. Consequently, the MRI showed three plaques in the 
white matter of my brain, the largest being 5 mm in diameter, and one plaque 
on my left optic nerve. I was diagnosed with relapsing-remitting multiple 
sclerosis with left retrobulbar optic neuritis on November 1oth, 1995. I was 
immediately started on a three-day course of intravenous 
methylprednisolone followed by an 11 day oral prednisone taper. A month 
later, I began a new MS drug called Betaseron. It is an interferon-based drug 
that must be injected subcutaneously every other day. It has been shown to 
decrease the frequency of attacks by approximately 25-30%. 
As optometrists, we need to recognize some of the signs and symptoms that 
might indicate MS: 
1. optic neuritis- papillitis or retrobulbar O.N. (17- 74% of patients with 
O.N. later go on to develop MS)l,2 
2. red desaturation 
3. positive RAPD 
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4. small central scotoma 
5. diplopia 
6. nystagmus 
7. numbness or tingling in the hands or legs 
8. tremor 
9. weakness 
10. fatigue- the most common complaint 
11. Lhermitte's sign - electrical sensation down the back when the head 
is flexed forward 
12. Uhthoff's phenomenon- blurring of vision following exercise 
The symptoms are vague and unpredictable, and I was lucky to be diagnosed 
so quickly. Most people with MS go for years without a diagnosis. 
Multiple sclerosis is an incurable demyelinating disease of the central 
nervous system (CNS). It usually begins between the ages of 15 and 50, and 
affects more women than men. It has the characteristics of an autoimmune 
disease, in which the body attacks the myelin sheath of the nerves in the 
CNS, and the demyelinated areas are replaced with scar tissue, though the 
exact cause is unknown. It occurs more commonly in temperate climates 
(north and south of the equator), and since I am from North Dakota, I lived 
in a state with a moderate incidence (1.5 per 100,000 people). 
Although there is no cure forMS, there are a variety of medications that help 
control the disease or at least ease the symptoms. The newest group are the 
immunomodulatory drugs, such as Betaseron and Avonex. Both are 
interferon-based drugs that must be injected either subcutaneously or 
intramuscularly, respectively. I was prescribed Betaseron, but developed 
increased intracranial pressure (which is one of the most serious side effects), 
and decided to discontinue the drug. Most people experience flu-like 
symptoms, that gradually decrease with time, while taking either of these 
medications. Both drugs are expensive -- about $900 a month, so cost is a 
significant issue. And now a new drug called Copaxone has been approved by 
the FDA that is a synthetic compound resembling the amino acids of myelin. 
It is injected subcutaneously every day. It is slightly more expensive than the 
others- about $1,000 a month. Anti-inflammatory steroids are also 
prescribed, as are a variety of other drugs to relieve fatigue, muscle spasticity, 
bladder spasticity, emotional problems like depression, and neuralgia. 
I now have two additional plaques in my left frontal lobe, for a total of five. I 
also experience transient lateral gaze nystagmus and have some peripheral 
visual field defects. In addition, I have decreased sensitivity distally to 
vibratory sensations, pinpricks and to light touch, but thankfully no 
significant disability that would impede my abilities as an optometrist. My 
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experiences have made me very aware of how readily physicians dismiss the 
symptoms of patients with multiple sclerosis, and hopefully I have 
encouraged some of you to become more cognizant of recognizing some of 
the signs and symptoms of this disease. 
The psychological aspects of chronic disease are complex in that each person 
deals with their illness in a different way. When I saw my neurologist's 
nurse look up from the phone after talking to the radiologist who performed 
my MRI, she didn't even have to say the words, because I could read the 
answer in her eyes, but she said them anyway. "I'm sorry, Michelle, but the 
MRI revealed that you have MS." Those few words hit me like a ton of 
bricks. I just stood there for a minute, not really knowing what to do, and 
then I felt numb. I wanted to sit down, but I couldn't make myself do it. I 
started to shake and to cry, because I knew there weren't any pills I could take 
to make it go away. This was forever, and I had to deal with it. 
I don't think there was a better way for her to tell me that I had MS. I could 
read the concern in her face- she really did care. But either way, the answer 
was still the same. I had the disease and I couldn't run away from it. 
According to Kerson, "the most significant and universal (psychological 
theme) is a feeling of loss of control, which the ill individual and his loved 
ones share."3 Even though the disease could go into long remissions, the 
constant thought of illness or disability is still there. 
The most difficult aspect of having this disease is the unpredictability of it. I 
don't know what each day will bring. Will I wake up unable to see? Unable 
to walk? It's a constant black cloud that continually surrounds me. But I take 
each day as it comes, and so far, that has been working just fine. 
I have taken the perspective that I control my life and my illness, not the 
other way around. I just made that decision and have stuck with it, and I 
truly believe that I gain strength from it. 
Some people deny that they are sick, and some even pretend that they aren't 
ill at all. And others center their lives around their illness. But each person's 
identity and personality becomes a part of their disease.3 
Kerson lists five aspects that a person may encounter when they are 
diagnosed with a chronic illness: 
1. Denial 
2. Depression 
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3. Isolation- "No one knows how I feel." 
4. Loss- of health, control, ability, positive body image, self-esteem, 
attractiveness, sexuality, adult roles. 
5. Stigma of the disease.3 
Even though I didn't want it to be true, I realized that I needed to wake up 
and deal with life. The biggest hurdles were the isolation and the label of MS. 
And still there are times when I have to sit down and deal with those two 
aspects, and gain strength from knowing that I have made it this far, and I can 
do it again. 
Falvo discusses common reactions to hearing the diagnosis of chronic illness. 
A common first reaction is shock, disbelief, or numbness, and in that the 
diagnosis or its seriousness may be denied or disputed. As the reality of the 
situation becomes apparent, the person may feel the pain of grief as they 
accept the loss that they have experienced.4 Fear, anxiety, and anger are also 
felt. Depression is also a common reaction, though not all people experience 
a prolonged, and possibly debilitating, depression. The extent varies from 
person to person. They might even feel guilt -that this illness is punishment 
for wrongs they might have committed in the past.4 
I went through all of those emotions, but eventually realized that none of 
them would cure me, and I gradually came to a stage of acceptance, and a 
sense that I can still do what I want to do with my life -- that I choose. There 
will be days when I am limited in my abilities, but so far those have been few 
and far between. I had the strength and support of my family and friends to 
help me through those first few weeks of my diagnosis, and I believe that 
their help brought me to that stage of acceptance much sooner than most. 
And in reality, some people never reach that stage. 
In the end, I wish the few people I encountered who didn't believe me would 
have taken just a few extra minutes to listen. And even if they had doubts 
regarding the etiology of my initial symptoms, I wish they would have shown 
a little empathy towards my situation, or at least have said, "Yes, multiple 
sclerosis can cause these symptoms, and we can refer you to another doctor to 
run some additional tests. If that is something you would like to pursue, I 
can refer you to a doctor who specializes in that area." At least with a 
statement like that, I could have made the decision to pursue it further or 
not. I wanted to know, so I pursued it, and because I took an active role, I did 
feel some relief by giving my symptoms a name. It made dealing with the 
disease easier for me, because it was no longer a mystery. 
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Each patient you encounter has a different personality. Take a few minutes in 
the beginning to talk to him or her, to get a sense of what they are like. It will 
make it a lot easier to make the tough diagnoses when you know what your 
patient can or cannot handle, and how you should present your diagnosis to 
them. Think about how you would want to be told that you may have a 
serious illness, it w ill make telling your patients a lot easier. 
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